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Abstract
Objective: To describe the feelings experienced by mothers of babies 
suffering from congenital malformation in need of palliative care; to 
identify the difficulties experienced by mothers of babies with conge-
nital malformation in need of palliative care.
Methods: It concerns an exploratory research, of a qualitative nature, 
conducted at the Neonatal Intensive Care Unit and at the Neonatal 
Intensive Treatment Unit of a reference maternity hospital located in 
the northeast of Brazil. The data were collected between September 
and October 2015, through a semi-structured interview, and analyzed 
through content analysis technique, by means of the following main 
themes: feelings of mothers of babies with congenital malformation 
in need of palliative care; difficulties related to a need for care outside 
the hospital environment. 
Results: The feelings of sadness, anxiety, insecurity and fear of losing 
the child were the ones most highlighted by the mothers. The main 
difficulties reported were those regarding financial aspects due to the 
necessity of acquiring the essential input to provide the baby with 
care, and the impossibility to return to their work due to the need of 
exclusive dedication to the child under palliative care. 
Conclusion: The necessity of a warm and humanized nursing assis-
tance was highlighted; such assistance can contribute to the positive 
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Introduction
The discovery of a gestation is, for the majority of 
women, the representation of a unique desire which 
is unknown up to that point, which is capable of 
generating the expectation of a healthy and “per-
fect” being through the eyes of society. However, 
in some circumstances, the woman comes across, 
just as much in gestation as in child-birth and post-
child-birth, the news of having generated a baby 
suffering from congenital malformation (CM). This 
circumstance, linked to the expressive physical and 
psychic suffering of parents and relatives, demands 
peculiar care towards facing an unexpected situa-
tion from the health team [1].
The CM is caused by genetic factors, e.g. triso-
mies, or through some environment-related ele-
ments known as teratogens, which are responsible 
for provoking an adverse effect on the embryo, es-
pecially within the first three months of gestation, 
when organogenesis occurs, a stage in which the 
formation of neuronal system takes place. Therefo-
re, some aspects should be taken into account: the 
individual’s own genetic constitution; his/her reac-
tion to teratogen; the embryonic stage of access, 
being organogenesis, which occurs around the se-
cond month of gestation, the most vulnerable one; 
and the quantity of teratogen which the embryo 
was exposed to [2] The CM leads to the delay of 
infantile development and is capable of provoking 
congenital anatomic-neuronal changes, resulting in 
an emergency economical and emotional charge for 
society [3].
According to the data provided by the Center for 
Disease Control (CDC, from each group of 33 new-
born babies in the world, one carries some kind of 
severe malformation. The CM is considered one of 
the main causes of morbidity and mortality among 
children; therefore, there are some questions that 
need to be approached in order to help improve 
the health of all those involved along their lives [4].
Newborn babies suffering from a CM need spe-
cial attention, multi-professional follow-up and spe-
cialized assistance which, when facing impossible 
curability, search for the decrease of the experien-
ced suffering. This kind of care is known as pallia-
tive care (PC) meant for the prevention and relief 
of this suffering through premature identification 
and treatment of physical, psychosocial and spiritual 
symptoms, during the whole process of the disease, 
even when the result is death [5]. When offered to 
children, these PCs can start at different moments 
of the development of the disease, being imperative 
that this support is started as soon as possible, so 
that the chances of improving the life quality of this 
population are increased [6].
Babies who are under PC are usually in need of 
intensive care; for this reason, they spend their li-
ves in neonatal intensive care unit (NICU). In this 
situation, the only comfort of the family resides in 
the assurance that, in an individualized and integral 
way, the palliative care will be provided by a quali-
fied professional [7].
Therefore, the parents of babies suffering from 
congenital malformation, in need of hospitaliza-
confrontation of the reality of having a baby suffering from an incu-
rable problem that threatens life.
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tion in a NICU, should be welcomed by the health 
assistance team in a humanized and holistic way, 
allowing the parents the possibility to participate 
in the process of recovery of their child. This warm 
welcome values the biopsychosocial well-being and 
the emotional stability of parents, favoring a sen-
sitive listening and an opportunity of participation, 
understanding and clarification of doubts concer-
ning child health problems [8]. 
Considering the importance of researching into 
this topic from everyday experience in a NICU, by 
sharing the suffering of the mothers of babies with 
congenital malformation on palliative care and who 
experience insecurity, fear, difficulties, especially 
when a treatment through other external outside-
hospital services is needed, we present the following 
questioning about the theme: What are the feelings 
of the mothers with babies suffering from conge-
nital malformation on palliative care? What are the 
difficulties experienced by them? In order to answer 
these questionings, it was possible to expose the 
following objectives as guidelines: to describe the 
feelings experienced by mothers of babies with con-
genital malformation in need of palliative care; to 
identify the difficulties experienced by them.
Methods
It consists of a descriptive study, of a qualitative 
approach, which aims at deepening the complexity 
of the phenomena, facts and particular processes 
of groups more or less delimited within a cultural 
and socio-economical context [9].
It was conducted in a state maternity hospital 
located in a capital city in the northeast of Brazil, 
which serves as a reference to assistance to risky 
parturition and newborn babies. The research took 
place at Neonatal Intensive Therapy Units (NITU) 
and the Neonatal Intensive Care Unit (NICU).
Ten mothers of babies with congenital malfor-
mation, who had been hospitalized under palliative 
care at NICU and NITU from September to October 
2015, took part in this research. Being a mother of a 
newborn baby who had been admitted to a NICU, 
and a newborn baby who was under palliative care 
during data collection were the including criteria 
used. Being a newborn baby whose health problem 
resulted in his/her death during data collection was 
used as an excluding criterion.
The procedure for collecting the data followed 
this sequence: identification of the babies who had 
congenital malformation who were under palliative 
care, contact with his/her mother to clarify the ob-
jective of the research, signature of the Informed 
Consent Form, a semi-structured recorded interview 
conducted by means of a device designed to meet 
the specific objectives of this study as an outline 
composed of two parts: one of them was related to 
the data of the characterization of the participants, 
and the other containing open questions concer-
ning the objectives of the study. 
The data collected were transcribed thoroughly 
and analyzed according to the content analysis tech-
nique, which is considered a set of communication 
analysis techniques, which aim to obtain indicators 
which enable the inference of knowledge related 
to the conditions of production and reception of 
these messages by means of objective and syste-
matic procedures of description of the content of 
the messages [10].
In order for such a technique to be operative, the 
following stages were carried out: a pre-analysis in 
which the researcher carries out a floating reading 
of the data obtained; the exploration of the mate-
rial, in which stage relevant points of each issue are 
highlighted so that they can be grouped together 
and organized in thematic categories; and finally the 
stage related to the Interpretation of the Results, in 
which the empirical data are analyzed in accordance 
with the thematic categories which were revealed, 
supported by the literature which is pertinent to the 
theme studied. The following categories emerged 
from the analysis: the feelings of mothers who had 
babies with congenital malformation in need of pa-
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lliative care; and the difficulties related to the need 
of care outside the hospital environment.
It is worthy highlighting that in order to preserve 
anonymity of the mothers who were interviewed, 
flower-related code names were used, and that the 
data collection was only started after receiving the 
certificate of approval of the project by the Ethics 
Committee on Research of the Health Science Cen-
ter of Universidade Federal da Paraíba, with a CAAE 
register under the number 49142315.
In order to carry out this work, ethical principles 
based on the Ethics Code of the Nursing professio-
nals, COFEN Resolution number 311/2007, with an 
emphasis on Chapter Three concerning teaching, 
research and scientific production were taken 
into account. Resolution dispositions under num-
ber 466/2012 of the National Health Council on 
research involving human beings were also taken 
into account. 
Results and Discussion
The ten mothers of these malformed babies were 
aged between fifteen and thirty-nine; one of them 
was under eighteen. As to the educational level, 
three of them stated that they had not finished ele-
mentary school; two of them said they had comple-
ted elementary school; one of them had not finished 
high school and two of them said they had comple-
ted high school. Only one of them mentioned about 
having started but not completed higher education. 
None of the mothers mentioned about having had 
a previous child with congenital malformation. As 
to the systems suffering from malformation, six ba-
bies have presented problems in the neurological 
system; two, in the cardiovascular system and two 
had multiple malformations. 
From the data analysis, two empirical categories 
were constructed: the feelings of mothers who had 
babies with congenital malformation who were in 
need of palliative care, and the difficulties related 
to its continuity outside the hospital environment.
The feelings of mothers who had babies with con-
genital malformation in need of palliative care 
For most people, the birth of a child is a reason for 
joy and celebration; however, for parents of children 
diagnosed with congenital malformation, this event 
can have a very different meaning. In fact, there is a 
sudden feeling of sadness, loss and guilt as well as 
a fear of the unknown, what quite often produces 
great anxiety experienced by them [11]. Therefore, 
the expectation for the arrival of a “perfect” child 
fades away, mainly when the anomaly is visible. This 
can be observed in the following excerpts from the 
statements:
When the doctor explained to me that my 
daughter was born with all these problems, per-
haps because I had that infection while I was 
pregnant, I was hit by remorse, a feeling of guilt, 
you know? (…)
Margarida.
I felt a pressure on my chest. I don’t know, a 
strange thing, because my first daughter has 
none of this. And I didn’t take anything to pre-
vent it, didn’t take anything to have an abortion 
and she was born like that. 
Cravo.
Well, when I found out about it, anxiety! Since 
we dream of being pregnant, we want everything 
to go well, it’s the first child. Up to five months, 
everything was perfect. And when we find out, 
it’s a blow! 
Girassol.
The parents’ reaction while facing the diagno-
sis of a child with CM depends on a variety of 
factors: knowledge, attitude, the way through 
which the news has been told, information that 
has been given to them after the diagnosis, and 
appropriate services support. Furthermore, it is 
also influenced by the beliefs, culture, education, 
educational level, and family support [12]. When 
aggravating aspects are among these factors, it 
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is natural for the evolution of these feelings to 
be negative, which can result in something very 
worrisome, for studies have shown that there is 
a significant association between the severity of 
malformation in children and the decision to in-
terrupt pregnancy [13]. Therefore, the following 
passage clearly reports a negation, when the wo-
man who has been interviewed, after being told 
about the diagnosis of malformation and, after 
being questioned about the desire of watching 
the birth of her child, replies that she had wished 
her baby would not be born.
I was scared that after she was born and I got 
used to it, it would be worse. Then, it was at this 
moment that I thought: it’s better not.
Hortência.
In this speech, one can still infer that it is possible 
for a mother to suppose that, while facing the life 
conditions of her child, death is the best solution. 
In accordance with this finding, studies have proved 
that the occurrences of a congenital anomaly diag-
nosis during parental transition is an added element 
among risk factors for the manifestation of psycho-
pathological symptom [14].
It is still believed that keeping a positive evalua-
tion of one’s well-being can be a parental resource 
to deal with the diagnosis [14]. 
It is more than likely that for having been atten-
ded by this kind of support, most mothers have 
persisted on the representation of their child as a 
positive event, even after discovering themselves as 
mothers of a malformed baby, and despite being 
aware of a different reality from the one previously 
planned, as shown by the speeches of the collected 
interviews when asked on what their child repre-
sented to them:
She’s everything to me. I have two children, but 
she’s different. (…) She’s very special to me (…)
Açucena.
For me? Everything. She’s my little doll. I love her 
so much. She’s special, but I want her just the 
way she is. God gave me her.
Margarida.
My son is everything to me. He’s my life. He’s 
what gives me strength. I go to sleep thinking of 
him, then wake up thinking of him (...). Everything 
I live, every thing I am about to do, every move-
ment is for him, everything I do is for him.
Melissa.
The affection link between the mother and the 
baby is established as soon as the gestation is star-
ted and, as it develops, the relationship between 
mother and fetus is intensified [15]. As it was made 
evident by the speeches, the existing affective link 
between the mothers and their children was not 
damaged, since all of them expressed the repre-
sentation of their child as meaning everything to 
them. 
The different conditioning factors for this link 
to effectively take place (or not) can be associated 
with emotional, cultural and socioeconomic fac-
tors that had involved these mothers before, du-
ring, and after the knowledge of the anomaly in 
their baby [16]. A possible solution would be the 
adequacy of the health service to the principles 
involving palliative care and focused mostly on life 
quality, the maintenance of the main symptoms, 
communication, as support for decision-making 
[17].
In accordance with that exposed, it is regarded to 
be common for parents, in such a fragile moment 
of their lives, to need to make several important 
decisions and to need to get precise and reliable in-
formation, especially from professionals who assist 
these families [12]. Thus, in the mothers’ discourses, 
it is possible to detect some inconsistencies in the 
acquired information, since it did not respond to 
their doubts and anxieties, but have actually inten-
sified them. 
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I was very sad. I didn’t know exactly what hy-
drocephaly was. I started to research and then I 
found out what it was all about. (…) she could 
have her head a little bit bigger and I was very 
sad because of that.
Gardênia.
It was a shock because it had been ensured to 
me that he would only take antibiotics, and spend 
ten days in hospital in order to cure pneumonia. 
(…) And when I realized it, it was a heart pro-
blem. I would spend more time here with him. It 
was a shock for me.
Melissa.
The proper communication between professio-
nals and family members requires a multi-profes-
sional team specialized in palliative care that aims 
at providing life quality not only for the patient 
but also for his/her relatives, providing them with 
consistent information making communication ea-
sier and positively influencing everyone involved so 
that it all results in the decrease of the experienced 
stress [17]. 
The stress is made evident ever since the moment 
a diagnosis that can threaten the life quality of a 
child is discovered, either during the prenatal period 
or after birth. This constitutes a crisis period for the 
parents.
In comparison to other studies, it is well known 
that the mother is often the main caregiver of the 
children and feels incapable of taking care of chil-
dren with special needs. The father, on the other 
hand, claims to feel impotent, for believing he was 
supposed to protect his child. He ends up not being 
able to protect them from all the suffering they ex-
perience [12]. In this study, the mother is the most 
affected one and finds herself in a fragile predica-
ment or even scared, without knowing what it will 
be like to take care of a child in need of palliative 
care. In this sense, it is important to highlight that 
the main feeling experienced by mothers facing her 
child’s diagnosis was fear. Such situation is made 
clearer in the following speeches:
I am afraid he may die.
Orquídea.
I fear it! I fear that she may not survive her con-
vulsions, right? She has convulsed many times.
Gardênia.
I am afraid. Some news like this: Vitória did not 
survive. She passed away. I stay at home. I only 
stop by for visiting.
Margarida.
Absolutely! My biggest fear is that, when she is 
at home and starts getting purple, kind of when 
there is a stopper, this part I’m afraid of (...).
Açucena.
The speech above made by “Açucena”, shows 
that fear is also associated with insecurity when 
performing peculiar assistance that will have to be 
sustained at home. This datum reinforces the need 
for investment in palliative care not only while hand-
ling the child but also in the family support. Thus, 
studies have shown that concerning palliative care, 
family members are provided with honest informa-
tion, accessibility in the care, good communication 
and coordination of the care and emotional sup-
port, thus making the stability of the link between 
the family and the child easier, as well as mutual 
respect and faith. Thus, providing all this care and 
promoting an open dialogue environment, com-
munication can promote the improvement of life 
quality not only as the disease develops but also in 
coping with death [17].
Difficulties experienced by mothers of babies su-
ffering from congenital malformation in need of 
palliative care
Parents of children with CM frequently feel inapt 
to promote the care needed by their children, and 
experience a variety of longings related to how they 
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are going to face this new way of life concerning 
emotional, financial and logistical aspects. Besides 
the usual uncertainty experienced by the new pa-
rents in the postnatal period, those who have a 
baby in a neonatal intensive care unit (NITU) will 
have to learn many nursing abilities, not to mention 
the parenting concern [12].
In this category, several difficulties experienced 
by mothers were evidenced when they needed to 
devote themselves, almost exclusively, to the care 
of a malformed child in need of palliative care. It is 
well known that some of these malformations, e.g. 
the neurological ones, result in a significant dama-
ge to both the quality of life and the survival of 
their victims, being, in some situations, as in the 
one reported below, necessary the acquisition of 
expensive material inputs, as for example aspira-
tors, oxygen cylinders, catheters, enteral feedings, 
among others, to the maintenance of home baby 
care. 
I had a lot of trouble. First I gave in a petition to 
get it from the Health Secretary. The secretary 
told me that the local government could not 
afford the treatment because it was too expen-
sive, too much stuff. I was also told that they 
didn´t have the things requested for her. When 
I was instructed to resort to the Public Ministry, 
I spoke to the district attorney. She kept my re-
quest for three months and did nothing about 
it. One day I went there; on the other day, I ca-
lled them to know how it was going, and then, 
after three months, we got everything. We got 
oxygen, an aspirator, saline, syringes, everything 
she needs. 
Açucena.
The existing health public policies in Brazil serve 
as a basis to ensure every citizen the right to health-
care, regardless of the level of complexity of the 
case. A malformed baby in need of palliative care 
can only receive a hospital discharge if first there 
is a guarantee of the continuity of essential care 
with regard to his/her survival, which will be mostly 
performed at home by his/her mother. 
With regard to palliative care, it is imperative 
that even after the baby is discharged from the 
hospital, the assistance actions are guaranteed and 
all the specialists should remain involved and coor-
dinated in the assistance to the child and his/her 
family [18].
The mothers who have been researched have 
also pointed out difficulties to the performance of 
procedures and assistance to the baby at home, and 
even after having received orientation from health 
professionals, they did not feel fully capable of ta-
king care of their child.
I don’t feel prepared to take care of her. To take 
care of a special little baby (…) I was a little 
shaken, I didn’t know what to do at the time.
Gardênia.
(...) He’s too sensitive. There’s no way I can handle 
it by myself out there. Got it? So, in a way or 
another, I need help.
Cravo.
Taking a baby home means to be responsible for 
the execution of complex technical procedures at ti-
mes, which are compatible with professional qualifi-
cation, that can generate insecurity in the mothers. 
This aspect was also made evident in studies with 
mothers of prematurely newborn babies, which has 
revealed the duality of feelings experienced by the 
mothers at the moment of the discharge from hos-
pital. Since even considering the positive experience 
with the professional assistance and the relief for 
finally going home, to assume full responsibility in 
the assistance of the premature child far away from 
daily professional support is still a factor that causes 
concern, fear and anxiety [19].
Some of the women who were interviewed poin-
ted out that having a job is something that will 
interfere with the care they need to provide their 
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children with, and thus they mentioned they have 
to stop working so that they can devote themselves 
to looking after their children. This can be noted in 
the following talks:
I have been a nanny for two years. I am on a lea-
ve of absence (…) depending on the care I need 
to provide her with. I prefer quitting my work in 
order to be with her. 
Girassol.
I must leave my work in order to take care of her. 
I will not be able to be working and taking care 
of her at the same time. I will not ask any other 
people to look after her because I don´t know if 
they would take care of her like me. It will be a 
little difficult, but I´ ll do anything for her. 
Gardênia.
I used to have a job. I have stopped working be-
cause I want to devote all my time to her. Nobody 
will know how to look after her as I do. I will not 
be able to have a job any more. 
Açucena.
Despite the fact that the care of the children 
should be performed full-time, still the mother has 
to keep her obligations concerning her family and 
her job. In addition, as she has to deal with spe-
cialized procedures, she does not feel secure to de-
legate the care of her children to someone else. 
Therefore, she feels exhausted and overloaded and 
many times she has to quit her job and her social 
interaction.
Nevertheless, many of these families do not have 
a family income which is enough to afford home 
care, or to pay for the necessary material, thus ha-
ving to resort to the local and state officials who not 
always commit themselves to ensuring the supply of 
inputs and the necessary material.
Still, the family house should undergo some alte-
rations so that it can better fit and meet the child’s 
needs. Having somebody at home who needs spe-
cial care changes the daily life of the whole family, 
and interferes with the sleep and relaxation of the 
family due to the sound of the devices and alarm 
clocks which ring, besides the general health status 
of the child which generates a feeling of a perma-
nent alert situation within the family [12]. 
The accounts provided by some of the mothers 
who had been interviewed about the difficulties 
they had to face showed the social and financial is-
sue as something that could compromise the quality 
of the care they provided their children with, as can 
be noted from their speeches:
I can´t afford it, see? We’re moving to a house 
whose rent is very expensive (R$ 300,00) for so-
meone who earns so little. We’ve been wonde-
ring if we will be able to pay for it. I’m going to 
borrow some money from my grandfather to pay 
for the move and to fix Vitória’s bedroom. 
Açucena.
I can’t afford it; I’m really poor. I intend to get 
whatever she may need from the state. I haven’t 
got a place in the house to accommodate her. I 
don’t even own a house. I live at my mother-in-
law’s house (…) .
Margarida.
A study conducted with mothers of children who 
have cancer corroborates these findings when they 
claim that there are families whose income cannot 
meet the health needs of these children; therefore, 
they undergo financial needs which lead them to 
debts, food and comfort restrictions as well as fi-
nancial incapacity to buy all that is needed to keep 
the treatment of the child [20].
Even when they are faced with this financial issue, 
many families resist work because they constantly 
have to go to health institutions. As a result, many 
of them end up losing their jobs, thus leading to 
a drastic change in their family lifestyle. In extreme 
cases, this leads the couple to break up or move 
to another place. This happens due to the need of 
a child with CM of medical equipment, transpor-
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tation, specialized medical assistance, such as the 
palliative care possibly provided, among others [12, 
16].
It should also be pointed out that some women 
have stated that they cannot count on the help 
from any member of their family to help them to 
look after their child. This contributes even more 
to increase the overburden and physical exhaustion 
experienced by the mothers who take care of their 
children. Some mothers say that they can count on 
the help from the child’s father whenever he is not 
at work:
The father works, so he only goes home at the 
weekends (…).
Cravo.
It will be just me because the father is only at 
home in the evening.
Margarida.
Only the father when he’s at home. My other chil-
dren stay at the nursery all day long. When they 
get home at night, the father helps me because 
he also gets home at night.
Açucena.
When trying to handle the stress experien-
ced by these mothers, there is a combination of 
support associated with palliative care and the 
community, the health professionals, the health 
services and the Internet. However, studies have 
proved the efficacy of the support provided by 
other families in similar situations, which help one 
another when facing adversities, thus promoting 
the exchange of experience, and social and emo-
tional support [16].
Still, it is worth adding another key solution to 
a therapeutic goal professed in the guidelines of 
American Academy of Pediatrics (AAP) “Pediatric 
Palliative Care and Hospice Care: Commitments, 
Guidelines, and Recommendations” so that this lack 
of support concerning palliative care can best be 
dealt with. These are regarded as the best combina-
tion of medical, psychosocial, and spiritual assistan-
ce to be provided for children suffering from special 
needs, so that the quality of life of the people in-
volved can be maximized by taking into account the 
values and subsidies of the patients and their family 
during decision-making and while coping with the 
possibility of death [21]. 
Conclusion
This study made it possible to identify the feelings 
experienced by mothers of babies with congenital 
malformation when the problem was first discove-
red, as well as the difficulties experienced by them 
due to the need to maintain the treatment outside 
the hospital environment. 
Among the several feelings identified, sadness, 
the fear of the child’s death as well as the fear 
related to the assistance to be provided by them at 
home without the assistance of health professionals 
stood out. 
According to the results obtained, it is clear the 
importance for the environment within the neona-
tal intensive care and treatment unit to be warm 
and humanized, since these mothers need to adjust 
themselves to a different situation than the planned 
one.
 The need for parental inclusion was made clear, 
especially for the mothers in performing the daily 
assistance to the baby still within the hospital en-
vironment. The health team, in special the nursing 
one, should be ready to provide all the orientation 
needed, as well as to clarify the doubts regarding 
the procedures that should be carried out at home, 
since the continuity of palliative care in some situa-
tions will be carried out at home and mostly by 
the mothers. The families have to deal with a lot of 
demands, which generally begin with the adequacy 
of the physical structure of the home environment. 
The acquisition of inputs and essential materials for 
the performance of home care is costly for lower 
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income families, thus making them resort to their 
home town council. 
It is worth mentioning that, although it is a right 
for every Brazilian citizen to have his/her health 
care assured, regardless of the complexity level, it 
is rather common for parents to have such right 
initially denied, being necessary for them to resort 
to the Public Ministry, resulting in a very tiresome 
and stressful situation. 
Even when facing the several difficulties expres-
sed by the mothers, including the financial one, 
the resignation from work was unanimous, in or-
der to dedicate themselves entirely to the caring of 
their child with congenital malformation. Such fact 
shows the effort of these women to take care of 
their children outside the hospital and without the 
daily help of health professionals.
Therefore, one can only hope that this study can 
promote a reflection among nurses on the impor-
tance of providing a humanized and warm assis-
tance to parents who, most of the time are in a 
fragile situation for being in an unplanned reality, 
as for instance, to have had a child with congenital 
malformation. Thus, the nurses’ actions need to be 
directed towards the teaching of the mothers as 
well, so that they can provide the necessary assis-
tance to maintaining the life qualify of their children 
outside the hospital environment. 
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